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People of color and racial/ethnic minorities in
the United States often receive lower-quality
health care than Whites." The first step
toward addressing this problem is for health
care providers to routinely collect data on pa-
tients’ race, ethnicity, and language and link
these data to measures of quality, safety, and
utilization.'~® With such information, provider
organizations can target quality-improvement
programs to reduce disparities at their own
institutions.

A recent survey found that only 78% of US
hospitals systematically collected data on pa-
tients’ race or ethnicity.® Among those that
did, more than half relied on registration
clerks’ impressions of patients’ race and eth-
nicity rather than directly asking patients.
When compared with patients’ self-report,
staff impressions of patients’ race/ethnicity are
reasonably accurate for Whites and Blacks
but much less accurate for other groups.”™"
In addition, relying on staff impressions results
in high rates of patients having missing data
or being classified as “unknown” or “other.”*”
Because of this, expert panels have recom-
mended that patients’ race and ethnicity
should be collected by self-report.'~

However, even if there is widespread adop-
tion of the recommendation to collect pa-
tients’ race/ethnicity by self-report, current
data collection methods are suboptimal. Pro-
viders typically ask questions that comply
with the Revisions to the Standards for the
Classification of Federal Data on Race and
Ethnicity from the Office of Management and
Budget (OMB) and are used by the US Cen-
sus Bureau: (1) “Do you consider yourself La-
tino or Hispanic?” and (2) “Which category
best describes your race: White, Black or Af-
rican American, Asian, Native Hawaiian or
Pacific Islander, American Indian or Alaska
Native, multiracial, or another race I did not
mention?”"> More-detailed information is
needed to address health and health care
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Objectives. We assessed the feasibility of collecting race/ethnicity data from
patients using their own preferred racial/ethnic terms.

Methods. The 424 patients described their race/ethnicity using their own
categories, and we compared their descriptions with their responses to the ques-
tions (1) “Do you consider yourself Latino or Hispanic?” and (2) “Which category
best describes your race?” (7 response options in our computer interview). We
also determined patients’ preferences between the 2 approaches.

Results. The proportions of patients who described themselves with 1, 2, 3, or
4 terms were 46%, 33%, 14%, and 6%, respectively; 2 said only “American” (1%,)
and 1 refused to answer (0.5%). The average completion time was 37 +17 seconds.
Rates of missing values and categorization as “other” race were lower than with
the closed questions. Agreement between racial/ethnic categorization with open-
ended and closed responses was 93% (x=0.88). Latino/Hispanic and multiracial/
multiethnic individuals were more likely to prefer using their own categories to
describe their race/ethnicity.

Conclusions. Collecting race/ethnicity data using patients’ own racial/ethnic
categories is feasible with the use of computerized systems to capture verbatim
responses and results in lower rates of missing and unusable data than do stan-
dard questions. (Am J Public Health. 2006;96:532-537. doi:10.2105/AJPH.

2005.062620)

disparities.” For example, several studies have
emphasized the heterogeneity within the
Hispanic/Latino population®™"%; categorizing
individuals of Mexican, Cuban, and Puerto
Rican ancestry as simply Hispanic/Latino
may obscure disparities in access, utilization,
or quality of care.” Important differences in
risk factors for cardiovascular disease have
been reported across Asian subgroups.”®?!
The increasing heterogeneity of the popula-
tion of the United States makes the deficien-
cies of the traditional OMB race/ethnicity
questions even more salient. How should im-
migrants from Poland, Iraq, and India classify
themselves? Classifying them as White blurs
important distinctions in their health beliefs,
behaviors, and treatment by health care pro-
viders. Alternatively, classifying people from
Iraq and India as Asian combines them with
individuals of Hmong or Japanese ancestry,
which is equally inappropriate. The OMB
standards were expressly intended as a mini-
mum data requirement, but few health care

providers ask more detailed questions. In part
these questions are not asked because collect-
ing more-detailed information is problematic
if a clerk must read a long list of options from
which patients are asked to choose. An alter-
native is to allow patients to self-describe
themselves and record their verbatim re-
sponses with computerized data collection
tools. This should allow providers to analyze
their data at different levels of complexity,
ranging from small-subgroup analyses using
unique categories (e.g., Korean or Puerto
Rican) up to more coarse, aggregated cate-
gories (e.g., Asian or Hispanic/Latino).

We undertook this project to develop an
instrument that could rapidly and accurately
collect patients’ self-described race/ethnicity.
The first phase tested the feasibility of allow-
ing patients to self-identify themselves with
whatever terms they wanted. The second
phase tested a computerized tool for captur-
ing this information and sought to examine
the terms used by patients to self-identify
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themselves, rates of missing values and re-
fusals, and time required for data collection.

METHODS

Study Site and Population

Our study was conducted in the General
Internal Medicine Clinic of the Northwestern
Medical Faculty Foundation in Chicago, IIl,
from December 2003 to April 2004. Patients
were eligible if they were aged 18 years and
spoke English fluently. We approached pa-
tients after their visit and asked them to par-
ticipate, stating: “The purpose of this research
study is to understand what patients think
about being asked to give information about
their race or ethnic background.” A parking
pass was offered as an incentive, and we did
not offer additional incentives to people who
refused. After finishing the interview, a re-
search assistant approached the next patient
coming to the discharge area. Thus, the study
population was a convenience sample and not
a random sample. Patients who refused were
asked their age, and the research assistant re-
corded the patients’ gender and probable
race/ethnicity.

Initial Instrument Development and
Testing (Phase 1)

Participating patients were first asked to de-
scribe their race/ethnicity with any terms
they wanted to use. After each response, par-
ticipants were asked, “Anything else?” Up to
4 terms were recorded verbatim. We then
explained that we wanted to ask the race/
ethnicity questions using a different method
and asked questions based on those used by
the OMB: (1) “Do you consider yourself La-
tino or Hispanic?” and (2) “Which category
best describes your race: White, Black or Af-
rican American, Asian, Native Hawaiian or
Pacific Islander, American Indian or Alaska
Native, multiracial, or another race I did not
mention?” We then asked which of the 2
methods of obtaining race/ethnicity informa-
tion the patient preferred and the strength of
the preference (somewhat or strongly prefer).

Next, we asked patients how comfortable
they would feel stating their race/ethnicity
if asked to do so by a clerk at a hospital or
clinic. We tested 4 statements to determine if
they increased patients’ level of comfort when
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providing their race/ethnicity. These results
have been described in a previous paper®
and are not presented here. The preferred
statement, for both Whites and non-Whites,
was “We want to make sure that all our pa-
tients get the best care possible, regardless of
their race or ethnic background. We would
like you to tell us your race or ethnic back-
ground so that we can review the treatment
that all patients receive and make sure that
everyone gets the highest quality of care.” A
modified version of this statement was, there-
fore, chosen as the introduction to race/
ethnicity question in phase 2.

Testing of the Final Instrument (Phase 2)
A computerized instrument for collecting
patients’ responses was developed on the
basis of the pilot test. A list of terms patients
might use to describe their race/ ethnicity was
developed and used in the data collection tool
as a look-up table with a drop-down menu.
Every term was given a unique code to allow
us to aggregate individual terms into groups
that approximated the OMB categories.
During the interview, patients were first
read this statement: “We want to make sure
that all our patients get the best care possible,
regardless of their race or ethnic background.
We would like you to tell us your race or
ethnic background so that we can review the
treatment that all patients receive and make
sure that everyone gets the highest quality
of care. You can use general terms such as
White, African American, Latino, or Asian
or you can use more specific terms like Irish,
Mexican, Hawaiian, or Navajo. You can use
more than 1 term if you like.” The results of
pilot testing suggested that asking “Anything
else?” after each response led some individu-
als to search for answers and give redundant
responses (e.g., White and “Caucasian”). We
therefore simply allowed respondents time
to say other terms, but we did not solicit ad-
ditional responses. The database had drop-
down windows with terms listed alphabeti-
cally so that the research assistant only had
to type the first few letters of what the patient
said and then select the desired term by dou-
ble-clicking on it to enter it into the database.
The database automatically proceeded to
the next field after entry to allow participants
to say additional terms. Time stamps were

automatically recorded during this process to
measure the time required for completion.

Data Analysis

Data analysis was performed with Stata
version 8.0 (Stata Corp, College Station, Tex).
Descriptive statistics were determined for all
questions. Each unique race and ethnicity
term used by patients to describe themselves
was assigned to 1 of the following race/
ethnicity categories (see the footnotes for
Table 2): White, Black or African American,
Hispanic or Latino, Asian, Native Hawaiian or
Pacific Islander, or American Indian/Alaska
Native. Individuals who reported a single race
or ethnicity or who used 2 or more terms
that mapped to a single race/ethnicity cate-
gory (e.g., German and Polish; Cuban and
Puerto Rican) were classified as belonging to
1 of the 6 unique categories previously men-
tioned. Individuals who used terms from 2 or
more categories or who described themselves
as multiracial were classified as “multiracial.”

Differences in patients’ preferences for de-
scribing their race/ethnicity with their own
terms compared with choosing from a list of
options were assessed with pairwise y? tests.
We then used multinomial logistic regression
to examine racial/ethnic differences in pa-
tients’ preferences with adjustment for age,
gender, and study phase (1 or 2); patients who
thought the 2 methods were “about the same”
were used as the reference group in the model.
One Native American patient, 2 patients who
described themselves only as “American,” and
2 patients who refused to answer the open-
ended questions were excluded from the final
multivariate model. Two-tailed tests were used
for all analyses, and a final P value of .05 was
used to determine statistical significance.

Finally, we analyzed differences between
patients’ self-reported descriptions of their
race/ethnicity and their responses to the OMB
questions regarding Hispanic/Latino ethnicity
and race. We used patients’ own terms to cat-
egorize them into groups that approximated
the categories used in federal studies, as de-
scribed earlier. Because the open-ended self-
report method does not ask separate questions
for Hispanic ethnicity and race, it was not pos-
sible to classify all individuals as non-Hispanic
White, Hispanic White, non-Hispanic Black,
Hispanic Black, and so forth. Therefore, to
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TABLE 1—Characteristics of Study
Participants: Chicago, lll, December
2003 to April 2004

Phase 1  Phase 2
(n=220) (n=204)

Female, % 67 73
Age, mean years +SD 4415 4646
Duration of care at study site, %
<1ly 19 21
2-5y 36 32
6-10y 21 18
>10y 24 23
Number of visits in last year, %
0-1 15 8
2-3 30 21
4-7 29 29
>8 27 36

assess the agreement between the 2 systems,
we compared the Latino/Hispanic category
from the open-ended questions with the His-
panic White category derived from the OMB
questions; the 3 participants who were classi-
fied as Black Hispanic on the basis of the
OMB questions were considered to not have a
matching category on the basis of the classifi-
cation from self-report (i.e., 100% disagree-
ment between the 2 methods). The percent-
age agreement between the 2 methods of
collecting race/ethnicity data was calculated
along with the « statistic* to determine the
agreement adjusted for chance.

RESULTS

Participant Characteristics

Of the 373 patients who were approached
and asked to participate in the initial instru-
ment development (phase 1), 220 (59%)
gave informed consent and completed the in-
terview. The mean age of participants was 44
years, and 67% were female (Table 1). Al-
most all patients had been cared for in the
clinic for more than 1 year and had 2 or
more visits over the previous year. For the
testing of the final instrument (phase 2), 367
patients were approached and asked to partic-
ipate, and 204 (56%) participated. The char-
acteristics of phase 2 participants were similar
to those for phase 1 (Table 1). The proportion
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of women and the estimated age were similar
for participants and nonparticipants.

Responses to Open-Ended Question
About Race/Ethnicity

When participants in the initial testing
(phase 1) were asked to describe their race or
ethnicity with any terms they wanted, 46% of
participants described themselves with a single
term, 33% used 2 terms, 14% used 3 terms,
and 6% used 4 terms; 2 patients (1%) said
only “American,” and 1 patient (0.5%) refused
to answer. Among those who specified 2 or
more terms, many used redundant terms that
mapped to a single composite race/ethnicity
category (e.g., White and “Caucasian,” or
Black and African American). The distribution
of participants’ responses is shown in Table 2.
During phase 2, 77% of participants de-
scribed themselves with a single term, 17%
used 2 terms, 4% used 3 terms, and 2% used
4 terms (P<.001 for * test comparing the
number of terms used in phase 1 vs phase 2);
no patients in phase 2 used the term “Ameri-
can,” and no patients refused to answer.

Responses to the OMB Questions

Of the 424 participants, 44 (10%) re-
sponded yes to the question “Are you Latino
or Hispanic?”; 4 participants refused to an-
swer the question, including 1 individual who
described himself as a Spaniard. For the
close-ended race question, 212 (50%) chose
White, 128 (30%) Black or African Ameri-
can, 20 (5%) Asian, 2 (0.5%) Pacific Islander
or Native Hawaiian, and 3 (0.7%) American
Indian or Alaska Native. In addition, 13 (3%)
chose “multiracial,” 35 (8%) chose Other, and
11 (3%) refused to answer. Latinos were
much more likely than Whites to choose
Other as their race (47% vs 4%; P<.001) or
to refuse to answer (14% vs 1%; P<.001).

Preferences for Using Own Terms vs
Choosing from a List

Overall, 23.8% strongly preferred using
their own words to describe their race/
ethnicity, 8.0% somewhat preferred using
their own words, 41.3% had no preference,
11.8% somewhat preferred choosing from a
list, and 15.1% strongly preferred choosing
from a list (Table 3). However, preferences
varied among Whites, African Americans,

TABLE 2-Self-Descriptions of

Race/Ethnicity
Phase 1 ~ Phase 2
(1=220), (n=204),
No.(%)  No. (%)

23(10.5) 66 (32.4)
40(182) 28(13.7)

White or “Caucasian” only
White or “Caucasian” and
specific terms®
Specific terms only® 25(11.4) 11(5.4)
African American or Black only 66 (30.0) 61 (29.9)

African American or Blackand 4 (1.8) 1 (0.5)
specific terms”

Specific terms only” 3(14)  0(0.0)

Latino or Hispanic only 7132 4(20)

Latino or Hispanic and 4(1.8) 0(0.0)
specific terms®

Specific terms only® 6(27) 11(5.4)

Asian only 2(09) 3(L5)

Asian and specific terms® 1(0.5) 1(0.5)

Specific terms only® 6(2.7) 4(20

American Indian or Native 2(09) 0(0.0)
American only

Pacific Islander, Native 0(0.0) 0(0.0)
Hawaiian, or specific terms

Multiracial 8(3.6) 0(0.0)

Used 2 or more descriptors 18 (8.2) 14 (6.9)
fromabove categories

“American” 2(09) 0(0.0)

Other 1(0.5 0(0.0

Refused 2(09) 0(0.0)

*Including Anglo, Arab, Barbasian, Basque,
British/British Island, Czech, Danish, Eastern
European, English, European, French, German, Greek,
Hungarian, Iranian, Irish, Italian, Jewish, Lebanese,
Mediterranean, Middle Eastern, Middle European,
North American, Northern European, Norwegian,
Palestinian, Pennsylvania Dutch, Polish, Russian,
Scandinavian, Scottish, Serbian, Slovak, Swedish,
Ukrainian, WASP, Western European
”IncludingAfrican, Haitian, Jamaican, Person of Color,
Soul Sister No. 1, West African

“Including Brazilian, Chicano, Chilean, Colombian,
Cuban, Mexican, Puerto Rican, Salvadoran, Spanish
CIIncIuding Chinese, Filipino, Indian, Japanese, Korean,
Vietnamese

Latinos/Hispanics, and multiracial/multiethnic
individuals, with non-Whites being more likely
to prefer using their own words (P=.002, P=
.02, and P=.003 for pairwise comparisons
between each of the groups vs Whites). For
example, the proportion of participants who
somewhat or strongly preferred to use their
own words was 24%, 35%, 46%, and 52%
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TABLE 3—Preferences for Using Own Words vs Choosing From a List, Stratified by

Preference for Using Own Words vs Choosing From List

White or Black or Latino
“Caucasian,”  African American,  or Hispanic, Multiracial, Total,

No. (%) No. (%)° No. (%)" No. (%)° No. (%)
Much prefer own words 31(16.0) 37(27.2) 12 (32.4) 16 (48.5) 101 (23.8)
Somewhat prefer own words 15 (7.7) 10 (7.4) 5(13.5) 1(3.0) 34(8.0)
About the same 83 (42.8) 66 (48.5) 9(24.3) 7(21.2) 175 (41.3)
Somewhat prefer choosing from list 27 (13.9) 11(8.1) 6(16.2) 4(12.1) 50 (11.8)
Much prefer choosing from list 38(19.6) 12 (8.8) 5(13.5) 5(15.2) 64 (15.1)

¥P=.007 compared with White/Caucasian.
®p=.058 compared with White/Caucasian.
°P=.001 compared with White/Caucasian.

among Whites, African Americans, Latinos/
Hispanics, and multiracial/multiethnic individ-
uals, respectively (Table 3). In multivariate
analysis with adjustment for age, gender, and
study phase, the adjusted odds ratios for pre-
ferring to use one’s own words were 1.1 (95%
confidence interval [CI]=0.7, 1.9) for African
Americans, 3.0 (95% CI=1.2, 7.5) for Lati-
nos/Hispanics, and 3.2 (95% CI=1.2, 8.6)
for multiracial/multiethnic individuals (all vs
Whites). Conversely, African Americans were
less likely than Whites to say they preferred to
choose from a list (adjusted odds ratio=0.4;

and Open-Ended Questions.

%Respondents who described themselves as Asian (n =19), American Indian/Alaska Native (n =1), or “American” (n=2), as
well as those who refused (n=2), are not shown as separate columns but are included in totals.

95% CI=0.2, 0.8); no differences were seen
for Latinos/Hispanics and multiracial/multi-
ethnic individuals compared with Whites. Age
and gender were not related to preferences,
but patients in phase 2 were more likely to
say they thought that describing their race/
ethnicity in their own words and choosing
from a list were “about the same.”

Categorization With Patients’ Own
Terms vs Choosing from OMB Categories
There was excellent agreement between

the categorization based on patients’ own

TABLE 4—Comparison of Categorization into Major Racial/Ethnic Groups by OMB Questions

words compared with their responses to
their choices for the questions on Hispanic
ethnicity and race (Table 4). After exclud-
ing subjects who chose Other or refused
to answer 1 or both of the OMB questions,
there was 93% agreement between the
categories created with patients own
terms and the categories based on the
OMB questions (k statistic=0.88).

Despite the overall high level of agreement
between the 2 classification systems, the areas
of disagreement were noteworthy and impor-
tant. Among the 37 patients who described
themselves as Latino, Hispanic, or being from
a country in Central or South America, 17
(46.0%) chose Other as their race when asked
to choose from a list. Another 8 (21.6%) pa-
tients refused to choose any race term. In ad-
dition, a “Spaniard from Spain” refused to an-
swer the question about Hispanic ethnicity.

Rates of choosing the Other race option
from the OMB list or refusing to answer the
race question were lower among self-described
Whites and African Americans but still prob-
lematic (3.1% and 8.3%, respectively). For
example, 1 patient self-described herself as
Jamaican and Barbasian (i.e., from Barbados)
and chose Other as her race; a patient from
“West Africa” did the same. Of the 6 patients
who described themselves as being of Middle
Eastern origin (i.e., Arab, Iranian, Palestinian,

Categorization Based on Responses to Open-Ended Questions

Native Native
White Black or Latino Asian American or Hawaiian or Multiracial Other/Missing

Categorization Based (n=194), African American or Hispanic (n=19), Alaska Native Pacific Islander (n=33), (n=33),

on OMB Questions No. (%) (n=133),No. (%)  (n=37), No. (%) No. (%) (n=1), No. (%) (n=0), No. (%) No. (%) No. (%)°

Non-Hispanic White 187 (96.4) 0 1(2.7) 0 0 0 10 (30.3) 2(50.0)
Non-Hispanic Black 0 119 (89.5) 0 0 0 0 5(15.2) 0

Hispanic White 0 0 10 (27.0) 0 0 0 1(25.0)
Asian 1(0.5) 0 0 18 (94.7) 0 0 1(3.0) 0

Native American or Alaska Native 0 0 0 1(5.3) 1(100.0) 0 0 1(25.0)
Native Hawaiian or Pacific Islander 0 0 0 0 0 0 2(6.1) 0
Multiracial 0 3(23) 1(2.7) 0 0 0 9(27.3) 0
Other 5(2.6) 7(5.3) 17 (46.0) 0 0 0 6(18.2) 0
Missing 1(0.5) 4(3.0) 8(21.6) 0 0 0 0 0

category was used.
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Note. OMB = Office of Management and Budget. Respondents who were classified as Hispanic Black by the OMB questions (n=3) were not included in this table, because no analogous open-ended

®Includes 2 participants who responded “American” and 2 who refused to answer.
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or “Middle Eastern”), 2 chose their race as
Other and 1 refused to answer (50%). Dis-
agreement between the 2 methods was worst
among the 33 individuals who described
themselves with terms from 2 or more cate-
gories or who described themselves as multira-
cial (Table 4). Of these individuals, 18 (54.5%)
chose a single race category, 9 (27.3%) chose
“multiracial,” and 6 (18.2%) chose Other.

Time for Completion

The mean time required to collect patients’
self-described race/ethnicity with the com-
puterized instrument tested in phase 2 was
37 +17 seconds. By comparison, the mean
time for completing the 2 OMB questions
was 20 11 seconds.

DISCUSSION

This study shows it is possible to rapidly
collect detailed information on patients’ race
and ethnicity with open-ended questions that
allow people to respond with terms of their
choice. This allows maximal flexibility and
adaptability. Health care providers can con-
duct analyses using the most specific cate-
gories possible, such as “How many Pakistani
patients did we care for last year, and what
proportion of Pakistani women received
screening for cervical cancer?” This high level
of detail will allow providers to identify vul-
nerable populations that should be targeted
for quality-improvement efforts.>* If an organ-
ization needs to report data to meet federal
or state reporting requirements, providers can
still aggregate unique terms to correspond to
the major categories used by federal agencies
and achieve similar results to what they would
have obtained if they collected race/ethnicity
information using the OMB categories. Allow-
ing patients to state their race/ethnicity with
their own terms took an average of only 37
seconds, so providers should be reassured
that collecting this level of detail does not
pose a major time or cost burden.

The most important advantage of using
open-ended questions to collect information
about patients’ race and ethnicity is improved
accuracy. Many of the patients who identified
themselves as Latino, Hispanic, or being from
a country in Central or South America chose
their race as Other or refused to answer the
race question at all when they were presented
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with the standard OMB question. This result
is consistent with previous reports that many
Latinos do not view themselves as having a
race separate from their ethnicity.***® This
reticence probably explains why Latinos/
Hispanics in our study were much more likely
to prefer to use their own words to describe
their race and ethnicity (adjusted odds ratio=
3.0, 95% CI=1.2, 7.5).

Similarly, individuals from the Middle East,
the Indian subcontinent, Southeast Asia, and
the Pacific Islands often do not describe
themselves as White or Asian, and neither
term is a meaningful indicator of their cul-
ture, their beliefs about health and health
care, or their experiences within our health
care system. As a consequence, many of the
individuals from these groups in our study
chose Other as their race or refused to an-
swer the question. Using the OMB questions
to collect race/ethnicity results in an unac-
ceptably high rate of unusable data for indi-
viduals in these groups as well as Latinos/
Hispanics, which could create bias in analyses
of disparities in care and diminish the power
to detect disparities among vulnerable groups.

Collecting race/ethnicity by allowing peo-
ple to describe themselves with their own
terms is particularly important for individu-
als who identify with 2 or more racial or
ethnic groups. First, this system allows this
group to identify themselves more precisely.
Second, a majority (51.5%) of multiracial/
multiethnic study participants said they
somewhat or strongly preferred to describe
themselves with their own terms as opposed
to choosing from a list. However, we did not
allow people to choose multiple racial cate-
gories from the OMB list. It is possible that
the preference among multiracial individuals
for describing themselves with their own
terms would have been less if we had al-
lowed people to choose multiple options
from the list of race choices.

Despite these advantages, allowing patients
to describe themselves with their own terms
has limitations as well. Three patients de-
scribed themselves only as Black or African
American, but they said that they were
Latino/Hispanic when asked this question di-
rectly. The fact that these patients did not
describe themselves with the term Latino or
Hispanic might mean that this aspect of their

heritage was not a very important part of
their identity, although we did not specifically
ask patients about this. Regardless, our results
suggest that a small percentage of people
with Latino/Hispanic ancestry may not be
captured if patients describe their race/
ethnicity with their own terms without being
asked specifically whether or not they are
Latino/Hispanic.

Limitations

There are several important limitations to
our study. People who had negative attitudes
toward answering questions about their race/
ethnicity may have been less likely to partici-
pate. Therefore, our results may underesti-
mate the proportion of people in the general
population who would refuse to answer ques-
tions about their race/ethnicity. Although we
could not obtain detailed information about
reasons for refusals, the most common reason
that patients spontaneously gave was that
they did not have time. Eligible subjects who
refused to participate were somewhat more
likely to be White (57.5%) and less likely to
be Hispanic (5.9%) than participants, but the
proportion of women and the estimated age
was similar to that of participants. Thus, the
effect of nonresponse bias on our findings is
likely to be relatively small.

We were also unable to interview people
who did not speak English fluently. Approxi-
mately 3% of patients at our institution prefer
to speak a language other than English, and
approximately 1% have limited English profi-
ciency. Most of these individuals are likely to
have strong ethnic identities. Including them
probably would have increased the number
of people who used specific terms to describe
their race/ethnicity and who chose Other or
had missing data for the OMB race question.
Although we did not interview patients with
limited English proficiency or ask about lan-
guage barriers as part of this study, routinely
asking patients their preferred language and
their ability to speak and understand English
is probably just as important as collecting data
on race/ethnicity. More research is needed to
understand patients’ attitudes about collecting
this information and the accuracy of their self-
reported English proficiency.

We also do not know the generalizability
of our findings. The study sample was
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relatively small and had limited representa-
tion of Latinos, Asians, and other groups.
The study was conducted at only 1 site, and
results could vary across the country. Al-
though the agreement between the OMB
classification and patients’ self-reported
race/ethnicity was high in this study, the
discrepancies found suggest that our agree-
ment rate would have been markedly lower
among a study population with a higher
proportion of Latinos/Hispanics, people
from the Middle East or South Asia, and
multiracial/multiethnic individuals. Finally,
we do not know health care providers’ typi-
cal costs of implementing changes in data
collection for patients’ race/ethnicity. At
Northwestern Memorial Hospital, it was pos-
sible to implement a new system with only a
few days’ effort by a computer programmer
and several 1-hour sessions to train registra-
tion staff in new techniques. This likely
varies significantly depending on the hard-
ware and software used for registration.
Training materials are now available over
the Internet (available at: http://www.
hretdisparities.org/hretdisparities/html/
general/gtraining.html), so the cost of devel-
oping training materials is negligible.

Conclusions

Our previous work has shown that most
patients think that health care providers
should routinely collect race/ethnicity infor-
mation and use it to monitor disparities in
quality of care.*” The current study suggests
that health care providers can rapidly and
accurately accomplish this task with comput-
erized systems that allow patients to use
their own words. If future studies with larger
and more diverse patient populations con-
firm our findings, this may become the pre-
ferred approach for collecting race/ethnicity
data. National organizations and the scien-
tific community will need to set standards
for using these data to examine disparities.
Standardized systems are needed to allow
comparison of disparities across provider or-
ganizations and to allow providers to aggre-
gate data from different sites to examine dis-
parities for patients belonging to smaller,
potentially vulnerable racial/ethnic groups,
such as recent immigrants from the Middle
East and South Asia. W
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